What can patients experience in ICU?
If you require an emergency ICU admission, you have no time to prepare or to understand what is happening to you. You cannot engage in your treatment or discuss with the medical staff about what is required and why. Worse than that, for some patients, a complete inability to make sense of your surroundings can cause profound distress.
While in ICU patients can encounter a number of experiences as discussed below.
Partial awareness when under light sedation
During light sedation, patients can have a level of awareness. Sometimes they can hear people speaking to them and they know enough to get a sense of time passing, but they may not understand where they are or even know they are in hospital and, of course, they can't communicate. This in itself does not sound too distressing; but coupled with any treatment required, even for basic care needs, it can be traumatic.
Sarah recounts her feelings at that time: 'The three days of light sedation were like torture. I didn't know I was in hospital, I couldn't speak and I couldn't get away. I remember having such a very dry mouth and sore throat and I thought I hadn't had water for days and days I was so thirsty. I remember gagging and retching such a lot (from having my tracheostomy cleared). My worst memory is having my sheets changed. I remember people looming in at me (I opened my eyes just long enough to see a face). I was laid flat and thought I was being choked and suffocated -I felt I couldn't breathe. I felt I had to fight to the death and hit out at one nurse. They weren't real people to me anyway.' Delirium ICU delirium is well documented, and it is believed that two out of three ventilated patients suffer from it, but it is not until you experience it that you can have any idea of how utterly terrifying it can be. You create scenarios which are not true, but they aren't dreamlike, they feel totally real. We are used to trusting our perception and judgement, and the world you create feels 'real' because of the clarity in which the hallucinations happen and because your mind is telling you that they are. Often the hallucinations are based on some reality -the feeling of being restrained because of the lines, noises that are around you. Your mind is desperately trying to make sense of this strange world you now find yourself in.
Barbara' s account of delirium is: 'I was in a horror movie in my head where I was being held prisoner in the desert in the Middle East and then taken to an institution where I was to have my organs harvested while I was still alive.'
Bill says: 'I only remember the many vivid dreams, some of which were seeing the Grim Reaper walking around the unit, fearing he would take me, but he always took the person in bed 1; a nurse saying "do you know you are dead" and another dream that the nurses were trying to kill me.'
Paul writes: 'I had some very strange dreams and hallucinations during this
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time. Initially I thought I had been kidnapped and was held in an old hospital not far from home….in this hospital I was strapped to a bed while a nurse and assistant gave me various treatments. I was convinced they wanted to kill me and eventually gave in and offered the nurse money to kill me. I was injected with a substance from a blue bag and nothing happened….As nothing happened I got them to insert a knife into the back of my head.' Delirium can be obvious (hyperactive) or silent (hypoactive), so for some patients there is no outward sign of the horror they are experiencing in their mind. Even if the patient can communicate and tell someone about what they are experiencing, it is likely that they will not believe it when they are told that their hallucinations are not real.
Once the delirium has gone, the patient may still be very confused about what really happened and what didn't. I didn't realise for weeks afterwards that things I remembered and I assumed had happened, were actually part of the delirium.
Paranoia
It is quite common in delirium for the patient to think they are being harmed and to not believe what staff or even their families are telling them, but sometimes this paranoia can last beyond ICU. Peter recounts this experience from when he was in a general ward:
'I wasn't convinced by the stories that were told to me, about my treatment, my injuries, how I'd ended up where I was….. I tried to make sense of everything around me and the slightest inconsistency drew my attention, convincing me that this reality that I now found myself in was no more real than any other dream….As time went on I became increasingly convinced that there was a conspiracy to keep me in that place. ' This belief that he was being held captive culminated in him absconding from hospital.
Confusion, disorientation and an inability to retain information
Even once the patient is free of sedation and the delirium may have improved, they can still have a very flimsy understanding of where they are and what is happening. If they are able to hold a conversation, they may not remember it afterwards, and they may not understand how ill they have been. An example of this confusion is demonstrated in John' s account:
'As they brought me out of the coma I started to get back into the real world, though I did manage to confuse what one nurse told me when she gave me a load of tablets to take and I swear she told me to put eight small tablets in my ears, which I mulled over for a good 10 minutes. But as I'd been such a fractious patient while there and had now decided to turn over a new leaf, I didn't question her and did place four tablets in each ear, only for her to return some time later and ask me why I had tablets in my ears.'
Inability to communicate
Patients may be sedated, unable to talk due to a tracheostomy or to make themselves understood if they can talk. This inability to communicate adds to the confusion because you can't hold a conversation to explain what you are feeling and experiencing and you may not be able to show that you don't understand or can't retain any information given to you. 
Alien environment
It is easy for staff who are familiar with ICU to forget what an alien environment ICU is to a patient. It is noisy, with activity 24 hours a day and high levels of machine and monitoring noise. It can feel like the machines alarm every time you move position. Sometimes there are no windows, so there is no daylight and the unit can be brightly lit. You can often be completely disorientated whether it is day or night. You hear nurses chatting and try to make sense of where you are. Most of all, ICU is so unfamiliar and this adds to your feeling of unreality.
Lack of real sleep
My experience was that other than when I was deeply sedated, I didn't sleep properly for seventeen days. Patients can find it very hard to sleep because of the noise and activity around them, they may be uncomfortable and having to lie in one position because the machines alarm when they move, they may need treatment in the night, the sleeping tablets they are given may react with other medication and give more strange dreams. Whatever the reason, I remember the nights seeming endless as I waited for the day to come.
In general
Some patients have no memory at all of their time in ICU and it might be thought that this is preferable. However it can be that these patients are more distressed by the idea of this 'lost' time than if they have memories. It can feel very frightening to have had no awareness at all of what happened to you. Barbara writes:
'For a long time afterwards I asked everyone I saw for information as I tried to fill that time in, but eventually you realise that no amount of people telling you things will ever fill that gap. I wish I had photographs (which my husband asked to do but wasn't allowed) and a diary, as I found out other ICUs do.'
What can staff do to help while the patient is in ICU?
Overall many patients can find ICU a profoundly distressing experience, so what can staff do to minimise this upset? • When talking to patients, make no assumption at any stage that the patient fully understands what is happening and will be able to recall any information given to them. • Tell the patient repeatedly that they are in hospital because they may not understand that they are. • Assume the patient can hear when they are sedated and tell their relatives to hold their hand and talk to them in case they can hear. • Screen for delirium, which may be obvious or not obvious, and warn relatives that the patient may act out of character. • When the patient seems more aware, tell them that they may be experiencing hallucinations, nightmares or paranoia
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and reassure them that this normally gets better. • Find a way for the patient to communicate, whether through using a speaking valve, writing notes, giving a letter chart they can point to. • See if there is any way to improve their sleep and provide eyemasks or ear plugs if the patient wants them. • If the patient' s condition allows, let relatives be involved in basic patient care (such as brushing hair or teeth). • Keep relatives well informed to minimise their stress. • Begin rehabilitation early (while still in ICU) and assess the patient' s ongoing physical and emotional rehabilitation needs before they leave ICU. • Spend time talking to the patient, see how they feel, ask about any worries they have and check their understanding about what has happened. • Be kind -it makes a huge difference to the patient at a very frightening time. I will always remember the kindness of my nursing staff and the difference it made when they spoke kindly to me and held my hand during upsetting procedures.
How to help ease the transition to the general ward
Many patients and relatives find this a very worrying time because of the step down in care. The patient may still have delirium, paranoia, may be very confused and have no real understanding about what has just happened to them. They are likely to be weak, have poor concentration and to be exhausted. Personally, I didn't have a problem with my transfer to a ward, but this was mainly because I had no concept of how ill I had been. Hospitals can help the transition by: • providing information and support to patients and relatives and by listening to their concerns • ensuring that ward staff have a good handover so they understand what has happened to the patient • training ward staff about what ICU treatment can be like for patients so they can understand the problems they face afterwards • providing an outreach service that forms a liaison between ICU and the ward.
What can hospitals do to help patients in the months after ICU treatment?
Patients commonly experience many physical and emotional problems after ICU treatment. They will have physical limitations and many other problems including flashbacks, anxiety, mood swings, disturbed sleep, etc. I can tell you from personal experience how devastating unexpected critical illness can be. I was discharged home within two days of being on a ward and once I was home, the magnitude of what had just happened to me hit me. Not only do you have to cope with physical after-effects, which can take up to eighteen months to improve, but the emotional aftereffects are devastating. I had no follow-up, information or support and nobody around me could understand what ICU treatment is like for the patient. Who in the outside world knows of delirium, awareness under sedation and the level of distress ICU treatment causes? It felt like coming back from the trenches after the First World War and nobody having any idea of what I had been through. No medical professional ever mentioned delirium to me or showed any understanding of what I would go through afterwards. The lack of information made a terrible ordeal so much worse. Relatives can also find it difficult to come to terms with what has just happened to them and both patients and relatives can suffer from PTSD after intensive care treatment. The effect on my family was profound, culminating in my husband having a breakdown four months after my hospital stay.
The key to rehabilitation for many patients is to help them understand what has just happened to them and the treatments they had. This needs to be done gently and slowly as many may have no concept of how ill they have been. In many cases, the expectation is that GPs will provide support, but GPs have limited resources and sometimes limited understanding of what the patient has just been through. Patients need the opportunity to talk to someone who truly understands what they have experienced, who can advise on things that will help and reassure them that things normally get better in time.
Relatives also need support and information.
Below I have listed options for how hospitals can support their patients. They can provide a lifeline to the patient after intensive care.
Provide good quality information
There is no excuse not to give patients good quality information about what has just happened and what may help their recovery. Barbara explains:
'Information is what I needed -the little things, like the ridges on all my toe nails where the nails had stopped growing when I was in ICU, the hair loss, the skin peeling off, the memory problems, the massive muscle weakness, the length of recovery, the weakness and fatigue which felt like it would never end. The sudden crying, the being so easily startled, the anxieties about seemingly little things, I needed reassurance that it wasn't just me.'
ICUsteps have a variety of resources including two booklets: 'Intensive Care: A guide for patients and relatives', (which is also translated into nine languages) and 'Sepsis: A guide for patients and relatives' (in collaboration with the UK Sepsis Trust). We have supplementary factsheets, which are free to download and can be photocopied. If your hospital produces its own patient information, I would recommend that it is reviewed by former patients to ensure it is relevant.
Support groups
Some hospitals run support groups for former intensive care patients and relatives to meet and talk about their experiences. These are attended by a medical professional and former patients and relatives who can provide insight and knowledge about the intensive care experience. ICUsteps can provide advice to help you set up a group.
Patient diaries
These are provided by the hospital. Relatives and staff make short entries each day to help the patient understand what happened to them while in ICU as they are likely to have very confused memories.
Photographs
Some units take photographs of their patients to show them afterwards. Some patients would not like to see them, but others do find it helpful, especially for those who have no memories of their time in ICU.
Outreach
This service can be a great support to patients and relatives to help them adjust to the general ward and to answer any questions and worries they have. However outreach staff must not assume the patient understands what has happened to them and not assume they will retain information given to them.
Rehabilitation plan and point of contact
It is important for patients to have their physical and emotional needs assessed but the plan is only as good as the quality of services that can be offered to them once they have left ICU. A point of contact is very helpful, especially once the patient goes home.
Follow-up service
This is the gold standard of ICU rehabilitation. An ICU staff member will meet the patient on the ward to discuss problems and worries, will provide a phone number for any concerns once they are home, and then arrange a meeting a few weeks later. This can make a huge difference to patients, to have the chance to talk to someone who truly understands what they have been through and who can give guidance about what may help their recovery.
Revisiting the ICU ward
This can be very frightening for patients to do, but many find it helpful to see where they were, have the opportunity to meet staff again, ask any questions they have and help piece together the memories they have of their time in ICU.
Patient discharge summary
As part of a research project led by Suzanne Bench of Kings College London, an information pack to help the transition between ICU and the general ward was produced. The pack was called UCCDIP (User Centred Critical Care Discharge Information Pack). http://www.icusteps.org/patients/research/ critical-care-discharge-information.
An important element of the UCCDIP pack was the inclusion of a patient discharge summary. This is a lay summary for the patient, written by intensive care staff, explaining what happened to them in intensive care. The UCCDIP research showed that 54% of patients had little or no understanding of their time in ICU. A discharge summary can be the first step in helping them understand what has just happened to them. It takes less than 15 minutes for staff to do, but may make a huge difference to patients and their recovery.
A staff training pack to help intensive care staff write these summaries is available as a free resource www.icusteps.org /professionals.
Conclusion
A huge amount of skill and expertise is put into saving patients' lives while they are in ICU. It is vital that these patients are then helped to ensure they make the best recovery possible afterwards and that they do not suffer unnecessarily due to lack of support and information. Patient rehabilitation is a necessity, not a luxury because surely the aim of intensive care treatment is not just to save lives, but to ensure those lives are worth living afterwards?
Additional resources
For more information, visit www.icusteps.org.
The NICE Clinical Guidelines no 83 on 'Rehabilitation after critical illness' are available at http:// guidance.nice.org.uk/ CG83/NICEGuidance/pdf/English.
For further information about UCCDIP please contact suzanne.bench@kcl.ac.uk
